OBJECTIVES: To examine attitudes of spouse caregivers about the process of obtaining a diagnosis of a dementing illness, including perceived benefits and obstacles to obtaining a diagnosis and suggestions for improving the process. DESIGN: A mail survey of spouse caregivers of dementia patients followed by the Michigan Alzheimer's Disease Research Center. PARTICIPANTS: The 233 spouse caregivers of dementia patients who returned a completed questionnaire. RESULTS: More than three-fourths of the sample rated the following benefits of obtaining a diagnosis as very or extremely important: ruling out other causes of memory or behavior problems, allowing family members to get information about dementia, may qualify my spouse for drug treatment, and will allow me to plan for the future. Primary obstacles included the time required to obtain a diagnosis, the cost of procedures, lack of access to physicians trained to diagnose dementing illnesses, and not receiving a referral from a primary care physician (41.6%,41.0%,40.8%, and 24.1 % of the sample, respectively, agreed or strongly agreed that the factor posed a barrier to obtaining a diagnosis). Content analysis of responses to two open-ended questions identified problematic or stressful aspects of obtaining a diagnosis and suggestions for making the process easier for the patient and family. CONCLUSION: Results suggest the need to provide an orientation to the diagnosis and assessment process for patients and family members, develop a training session for physicians to better prepare them to address the emotional needs of patients and families and to disclose the diagnosis in an informative and compassionate manner, and provide outreach education to primary care physicians to increase knowledge and awareness of dementing illnesses and to increase referrals to community-based services and health professionals able to address the concerns of family members.
A great deal of research has been conducted to examine the stress of providing full-time care to a family member with a dementing illness. l-.~Less attention has been paid to attitudes about obtaining a diagnosis of a dementing illness, despite the potential role a diagnosis may play in family adaptation and coping. For some families, a diagnosis provides a sense of relief because disturbing behaviors can be attributed to a disease process that is not under the affected person's voluntary control." A diagnosis may facilitate access to supportive services (i.e., adult day care, respite care), promote identification with families who are facing similar problems;' and enhance communication among patients, family members, and health professionals." A specific and precise diagnosis and resulting information about prognosis may help families manage behavioral problems, adapt to progressive changes as they occur, and facilitate the implementation of advance directives and long-term planning." Most families that obtain a diagnosis feel that it is beneficial" and would choose to be informed of the diagnosis if their physicians suspected a dementing illness." In a study of predictive testing for Huntington's disease, knowing what to expect in the future has been shown to have potential benefits for psychological health by reducing uncertainty and enhancing quality of life.H For other families, however, obtaining a diagnosis may interfere with optimal adaptation and coping by confirming a chronic, progressive illness associated with mental and physical decline." As a result of obtaining a diagnosis, family members may need to confront difficult emotional issues related to the disease because they are no longer able to deny symptoms." Existing family relationships and roles may need to change as the patient assumes an increasingly dependent role." In some cases, the roles of caregiver and care recipient may be reversed (i.e., an adult child assuming increasing responsibility for the care of a parent) or the caregiver may become responsible for unfamiliar tasks (e.g., cooking, financial management).
Some family members fear that a diagnosis will destroy their ability to live a normal life and prefer to hope for the best rather than know the worst."? As reported by a wife about her husband's diagnosis of a dementing illness, "I cope with my feelings about the disease as I do with any other unpleasant intrusion into my life -by ignoring them". 10 Even when physicians explain the diagnosis and prognosis in a sensitive way, some families are unable or unwilling to assimilate this information, II especially because the diagnosis cannot be made with absolute certainty.'? Instead, patients and family members erect walls of defense that prevent them from 0002-8614/96/$3.50 1004 CONNELL AND GALLANT AUGUST 1996-VOL. 44, NO.8 JAGS coming to terms with the possible implications of a dementing illness.l ' Haley et al.!" report that a sample of family caregivers waited an average of 3 years from onset of symptoms to seek a medical evaluation related to memory loss. Aside from the potential positive and negative impacts of a diagnosis of a dementing iIlness, the process of obtaining such a diagnosis may have unintended consequences for both patients and families. Because the assessment and diagnosis process is time consuming, can involve multiple tests and visits to specialists, and may lack a definitive outcome, patients and family members may experience a wide variety of emotional, physical, and financial stressors. In addition to the impact of a diagnosis on the patient and family, the physician also experiences the burden of a diagnosis of a chronic debilitating illness.V To avoid the family's sense of hopelessness and grief associated with the long-term implications of the disease, physicians may limit the amount of information they provide about a dementing illness/ or avoid making a specific diagnosis because they have difficulty delivering bad news, especially in light of the limited treatment options and generally poor prognosis.l" Families frequently report that physicians provide very limited information about the disease once diagnosed, few referrals to community-based services,14,16 and inadequate assistance with difficult family decisions related to the progression of the disease (e.g., management of difficult behaviors and long-term care needs).S, 14, 17 The overall goal of this exploratory study was to examine attitudes about diagnosis and about the process of obtaining a diagnosis of a dementing iIlness from the perspective of spouse caregivers. The specific aims of the study were to: (1) assess perceived benefits of obtaining a diagnosis for a spouse exhibiting symptoms of a dementing illness, (2) assess perceived obstacles to obtaining a diagnosis, (3) identify aspects of the process of seeking a diagnosis that are especially stressful, and (4) identify ways to make the process of obtaining a diagnosis easier for patients and spouses. Ultimately, results of the study may inform strategies for disclosing a diagnosis of a dementing illness and the development of educational interventions designed to facilitate family adaptation and coping.
METHODS
Data analyzed for this study were obtained from a mail survey of spouse caregivers of patients with a variety of dementing illnesses followed by the Michigan Alzheimer's Disease Research Center (MADRC). The MADRC, located at the the University of Michigan Medical Center, provides primary, secondary, and tertiary care mainly to the Ann Arbor community and residents of the state of Michigan.
Potential study participants were identified from the MADRC clinical database and included all co-dwelling spouses of noninstitutionalized patients with a diagnosis of dementia (excluding those who specifically expressed a disinterest in participating in research). The mailed survey was administered according to the Dillman Total Design Method.
I S This method, which maximizes response rate, prescribes an initial survey mailing, a reminder postcard sent to all potential respondents 1 week later, a second survey mailing to all nonrespondents 3 weeks after the initial mailing, and a final survey mailing to the remaining nonrespondents 7 weeks after the initial mailing. Return postage was provided for all mailings. Of 355 individuals who were identified as meeting the criteria for inclusion, 233 returned a completed questionnaire, representing a response rate of 66%.
The final sample of 233 spouse caregivers consisted of 109 men (47%) and 124 women (53%). The sample ranged in age from 30 to 92, with a mean age of 68. The majority (91 %) of respondents were white. Approximately 90% of the sample had at least a high school diploma, and one-third had a college degree. Eighty-six percent of the respondents had been married more than 30 years, and two-thirds had been married more than 40 years. The majority (56.1 %) had provided care for their spouse for 4 years or less; 44 % had provided care for 5 years or more. More than one-half of the sample was providing care to a spouse with Alzheimer's disease (54%); others cared for spouses with unspecified cognitive disorder (21 %), Huntington's disease (8%), Parkinson's disease with dementia (7%), mixed cognitive disorder (5%), multi-infarct dementia (3%), and progressive supranuclear palsy (2%).
Several questions about attitudes toward diagnosis were included in the survey. The first item included in the mailed survey asked respondents to rate the importance of eight potential benefits of obtaining a diagnosis that have been identified in previous literature. 4 ,s , 12 The benefits were listed under a stem "Getting a diagnosis of dementia . . .. " and included: (1) wiIllet me know what is wrong with my spouse, (2) will allow me to plan for the future, (3) wiIl allow me to involve my spouse in important decisions (e.g., making a wiIl), (4) wiIl allow me to get information about dementia, (5) may qualify my spouse for drug treatment, (6) wiIl be helpful to my family in case dementia is hereditary, (7) wiIl allow me to rule out other causes of memory or behavior problems, and (8) will allow me to use appropriate community services. Five response choices were offered, including "not at all important," "a little important," "somewhat important," "very important," and "extremely important."
Items that assessed perceived obstacles to obtaining a diagnosis were based on results of 11 focus group interviews conducted with family caregivers as part of a communitybased educational outreach intervention. 19, 20 Two questions designed for the present study were based on themes identified from the analysis of the interviews and assessed obstacles to obtaining a diagnosis. Respondents indicated the extent to which they agreed with seven statements that were listed under a stem "Getting a diagnosis ofdementia for my spouse was difficult because. . ." (1) my family physician did not make a referral to a specialist, (2) there are so few physicians trained to diagnose dementia in my local area, (3) the process is so time consuming, (4) the process is not covered by our health insurance, (5) my family members didn't agree that it was important, and (6) my spouse was not wiIling to be tested. Response choices included "strongly disagree," "disagree," "neutral," "agree," and "strongly agree."
Respondents were also asked to indicate the extent to which they agreed with nine statements that were listed under a stem "Getting a diagnosis ofdementia is more trouble than it is worth because. .. " (1) it is very demanding for the patient, (2) it is very demanding for the family, (3) so little can be done for people with dementia, (4) memory problems are part of the normal aging process, (5) there is no cure for dementia, (6) there is no effective treatment, (7) there is a stigma against people with dementia, (8) it is easier not to know what the diagnosis is, and (9) it would require seeing a JAGS AUGUST 1996-YOL. 44, NO. 8 ATIlTUDES TOWARD DIAGNOSIS 1005 specialist instead of a family physician. Response choices included "strongly disagree," "disagree," "neutral," "agree," and "strongly agree." Freqencies, response rates, and chi-square analyses used to examine patterns of nonresponse were generated using the Statistical Package for the Social Sciences. Two open-ended questions were also included in the survey: "What steps to getting a diagnosis were problematic or stressful for you?" and "Do you have any suggestions for how to make the process ofgetting a diagnosis easier for the patient and family?" Respondent's written comments, recorded in space provided in the survey instrument, were transcribed verbatim. These comments reflected caregiver's experiences about the MADRC as well as diagnostic and assessment services provided in local communities throughout Michigan. Content analysis, defined as "a research technique for making replicable and valid inferences from data to their context" 21 was used to analyze the transcripts. Predominant themes were selected as the unit of analysis and quotes were selected to illustrate each theme, according to accepted procedures for this qualitative data analysis technique. 
RESULTS

Benefits of and Obstacles to Obtaining a Diagnosis
Participants' ratings of the importance of eight possible benefits of obtaining a diagnosis are included in Table 1A . Participants were asked to indicate the extent to which they agreed that seven factors served as obstacles to obtaining a diagnosis and to indicate the extent to which they agreed that nine factors outweighed the benefits of obtaining a diagnosis. Results are presented in Tables 1B and 1C , respectively. Missing data for these ratings ranges from 5.6% to 11.2% (13 to 26 cases) for the 233 study participants. Patterns of nonresponse were not significantly related to demographic or health background characteristics of the sample. Percentages of respondents rating each item as "very important" or "extremely important" (for Table 1A ) and "agree" or "strongly agree" (for Tables 1B and 1C ) are combined to facilitate the interpretation of the relative ran kings of the benefits of and obstacles to obtaining a diagnosis.
Problematic or Stressful Aspects of Obtaining a Diagnosis
Almost three-fourths of the sample (70%) answered the first open-ended question: "What steps to getting a diagnosis Getting a diagnosis of dementia ...
• will let me know what is wrong with my spouse (n = 220) • will allow me to rule out other causes of memory or behavior problems (n = 216) • will allow me to get information about dementia (n = 216) • may qualify my spouse for drug treatment (n = 217) • will allow me to plan for the future (n = 220) • will be helpful to my family in case dementia is hereditary (n = 219) • will allow me to involve my spouse in important decisions (n = 215) • will allow me to use appropriate community services (n = 216) B) Obstacles Getting a diagnosis of dementia for my spouse was difficult because ...
• the process is so time consuming (n = 209) • the process is so expensive (n = 207) • there are so few physicians trained to diagnose dementia in my local area (n = 213) • my family physician did not make a referral to a specialist (n = 212) • my spouse was not willing to be tested (n = 212) • the process is not covered by our health insurance (n = 207) • my family members didn't agree that it was important (n = 210) C) Factors Getting a diagnosis of dementia is more trouble than it is worth because ...
• there is no cure for dementia (n = 212) • it would require seeing a specialist instead of a family physician (n = 214) • there is no effective treatment (n = 207) • so little can be done for people with dementia (n = 211) • there is a stigma against people with dementia (n = 208) • it is very demanding for the patient (n = 213) • memory problems are part of the normal aging process (n = 215) • it is very demanding for the family (n = 213) • it is easier not to know what the diagnosis is (n = 211) were problematic or stressful for you?" Compared with the sample as a whole, respondents who answered this question were more likely to be female than male (P < .0001). Content analysis of all of the responses to this question identified five major themes: (1) finding a physician with expertise in dementing illnesses, (2) diagnostic and assessment procedures, (3) the manner in which the diagnosis was disclosed to the patient and family, (4) the perceived consequences of obtaining a diagnosis, and (5) benefits of obtaining a diagnosis.
Finding a Physician
Several respondents mentioned having problems finding a physician qualified to provide a diagnosis, in part, because their family physician was not trained to do so and did not provide an appropriate referral. Other respondents mentioned the long wait to get an initial appointment, the long wait between doctor's appointments, the long delay in obtaining a diagnosis once testing was complete, and the time spent waiting in the hospital between tests, Some respondents reported that having a physician repeat diagnostic tests that had been completed previously was very stressful:
"The same tests were performed at two different hospitals. One hospital wouldn't accept the other hospital's tests, therefore, they had to be repeated. Having to return so many times was stressful. The first hospital gave a definite diagnosis and left it at that -they didn't tell us where else to turn. I had to suggest a second opinion. "
Several caregivers mentioned that the process of obtaining a diagnosis was upsetting because family members could not be with the patient during testing. Others reported being anxious because they didn't know how much to discuss with the patient and that they felt more hopeless with every test result, One caregiver mentioned that the testing process in general was stressful because it exposed the patient's limitations and cognitive deficits:
"He cried when he could not do the simple exercises and thought ifhe read and studied more his memory would improve. "
Manner In Which the Diagnosis Was Disclosed
for some caregivers, the manner in which the diagnosis was disclosed to the patient and family was the most difficult part of the process, Several quotes are particularly illustrative: One caregiver mentioned the lack of opportunity to discuss the diagnosis privately with the physician.
"It was hard to have my husband sitting in the same room and have the doctors discussing his illness in front of him. " Perceived Consequences ofthe Diagnosis
After obtaining a diagnosis, several respondents expressed their disappointment that their physician didn't provide referrals to community-based agencies that could provide assistance. One caregiver reported that the diagnosis increased her depression and anxiety. Several respondents mentioned that they expected to receive a written report to confirm the diagnosis after testing was completed but were disappointed when the report never arrived. Other respondents mentioned the stress of needing to accept that something is wrong and that little can be done.
"I often wish there had been no diagnosis because there wasn't any medications to help and insurance doesn't kick in. If the diagnosis is stroke or a vascular problem, at least patients aren't treated as if they are psychotic. " "We had no difficulty getting a diagnosis, just grave disappointment when we learned there was no relief of symptoms. " Benefits ofObtaining a Diagnosis
Several benefits of obtaining a diagnosis emerged from the content analysis. For some respondents, the diagnosis provided a sense of relief because it helped the family to know what to expect and confirmed that they were doing all that they could. " There were no demographic or health background differences between respondents and nonrespondents to this question. Three major themes were identified as a result of a content analysis of the responses to this question: (1) involving family physicians in the diagnostic and assessment process, (2) streamlining diagnostic and assessment procedures, and (3) involving family members in the diagnosis and assessment process.
Involving Family Physicians in the Diagnosis and Assessment Process
Several respondents mentioned the importance of increasing knowledge and awareness of dementing illnesses among family physicians.
"We need more doctors who are up-to-date on the disease and willing to be helpful after the patient has been diagnosed." "Regular doctors should have more information on Alzheimer's and where and what to do to get help for the family. This is a family disease."
Caregivers also mentioned the importance of obtaining a referral to a specialist if their family physician was not trained to conduct a comprehensive diagnosis and assessment.
"Some doctors diagnose people as having senile dementia without giving full testing. It would be helpful if doctors who suspect senile dementia would please refer the patient to a center where they can receive proper, full testing and any treatment possible."
Several respondents felt that physicians should encourage families to pursue a comprehensive diagnosis and assessment and emphasize the benefits of knowing what is wrong. 
Streamlining Diagnostic and Assessment Procedures
Respondents mentioned several strategies to streamline the diagnostic and assessment process, thereby making it easier for patients and families: avoid duplicating tests, develop more accurate and easy to administer diagnostic tests, have the same specialist administer all diagnostic tests, increase flexibility in setting up appointments, provide transportation, reduce the number of tests, and offer testing in the family physician's office. Several respondents suggested that the testing process be less time consuming, perhaps being completed in one visit. Respondents suggested that all test results be communicated to the family and that physicians should respect the family's preference for how information is communicated. One respondent recommended that physicians employ a patient coordinator to help families understand the results of the diagnostic and assessment process. 
DISCUSSION
The majority of respondents endorsed the benefits of obtaining a diagnosis, including finding out what is wrong and ruling out other causes of memory or behavior problems. A diagnosis also helped families to plan for the future because it triggered discussion of treatment options, the use of community-based services, and legal and financial matters. For many caregivers, a diagnosis provided a sense of relief because it helped the family to know what to expect and confirmed that they were doing all that they could for their spouse.
Some respondents also experienced obstacles to obtaining a diagnosis, in particular the time consuming and expensive nature of the process. Other barriers to obtaining a diagnosis included the beliefs that there is no cure or treatment for dementia and that memory problems are part of normal aging, and the preference for receiving care from a family physician rather than a specialist. Both structural and 1008 CONNELL AND GALLANT _ _ AUGUST 1996-VOL. 44, N~_.8 _ _.. JAGS emotional aspects of the process of obtaining a diagnosis were perceived by the spouse caregivers as problematic. For example, caregivers reported difficulties finding a physician in their community qualified to conduct a comprehensive assessment. After receiving a referral to a physician, respondents reported problems in obtaining an initial appointment and then scheduling subsequent visits to complete testing. Once a diagnosis was given, many caregivers reported that they didn't know where to turn or what to do next, resulting in increased anxiety, stress, and depression. For some caregivers, the manner is which the diagnosis was given was perceived as lacking in sympathy and compassion. As a result of participants' comments to the open-ended questions included in the survey, several suggestions for improving the process and overcoming the obstacles to obtaining a diagnosis can be offered. An orientation to the diagnosis and assessment process would be very beneficial for the patient and family and could be provided by a nurse, health educator, or social worker in collaboration with a geriatric assessment team. Such an orientation could include: (1) a rationale for and description of each test performed and how each contributes to an understanding of the disorder or disease, (2) a projected timeline depicting when all tests will be completed and when results will be shared with the family, (3) an assessment of the accuracy of a diagnosis, (4) a rationale for including or excluding family members from testing procedures, and (5) a set of written materials that describe all phases of the diagnostic and assessment process and are appropriate for varied literacy levels.
Because of the varied personal meanings of disease and diagnosis, results of a comprehensive psychosocial evaluation of the patient and family could be very informative to the physician who ultimately discloses the diagnosis. As part of this evaluation, the patient and family could articulate their preferences for when and the way in which the diagnosis is disclosed. For example, some caregivers may prefer to hear the diagnosis before the patient so that they can control their emotions and be more supportive when the patient is first informed. A recent survey indicates that primary care physicians may be willing to accommodate this preference; 90% of a sample of 498 primary care physicians reported that they are very likely to inform an adult daughter of a parent's diagnosis of a dementing illness, whereas only one-half of the physicians reported that they are very likely to disclose the diagnosis to the parent directly.v' Knowing what to expect and having some input into the diagnostic and assessment process may greatly reduce the stress for the patient, family member, and physician. In some cases, it may be best to delay the disclosure of a diagnosis until the patient and family have received counseling and are more prepared to accept the results of the assessment process. (For additional discussion of this issue, see references 12,24, and 25) .
Although all physicians are at times compelled to deliver bad news, few have had formal training to prepare them to respond adequately to the potentially profound impact of the experience.r" According to a random survey of 500 physicians, family issues related to the management of dementia were rated as among the most difficult clinical problems encountered.i" An educational program could be designed for physicians to increase their understanding of the emotional and psychological needs of patients and families during the diagnosis and assessment process and teach specific techniques to disclose the diagnosis in an informative and compassionate manner. Such a program could be incorporated into medical school and continuing education curricula.
Ideally, the manner in which a diagnosis is disclosed would be tailored to the individual needs and coping style and capacity of the patient and family members.Fv" Responses to bad news vary considerably, depending on the meaning of the diagnosis and the patient's and family's previous experience with illness.
2
$ The appropriateness of frank disclosure of medical information is also culture specific and may vary by race and ethnicity. For example, only one-third of physicians in Japan would reveal a diagnosis of cancer to their patients and only one-half of patients would choose to have the diagnosis revealed.i" Similarly, only 49% of cancer patients in Greece report that they want to be informed of their diagnosis.I" compared with 72 % in a comparable study conducted in the United States.i" Primary care physicians can play an important role in countering myths and misconceptions about dementing illnesses (e.g., memory loss is a normal part of aging) and providing comprehensive diagnosis and assessment.j' Outreach education that targets physicians is needed to expand the network of service providers that respond appropriately to the needs of people with dementing illnesses and their family members. Outreach efforts are especially warranted because of the considerable range of primary care yhysicians' knowledge and understanding of dementia. 3 Although most physicians take a patient history and provide or refer patients for physical, neurological, psychiatric, and neuropsychological examinations, few physicians use formal, published diagnostic criteria for dementing illnesses or use standardized mental status and cognitive function tests. 23 • B
Family physicians also need to be aware of and make referrals to community-based services (e.g., support groups, respite care programs, local chapter of the Alzheimer's Association) and to other professionals (e.g., social worker, case manager) who are able to discuss family members' concerns. Several limitations to this study should be noted. Because there are no standardized measures of attitudes toward a diagnosis of a dementing illness, items were generated specifically for this study. Although the items performed well (i.e., moderate to high variability, no consistent patterns of missing responses) and were based on themes generated from extensive focus group interviews with family caregivers, some perceived benefits of and obstacles to obtaining a diagnosis may have been omitted.
The present sample was recruited from a patient database maintained by the Michigan Alzheimer's Disease Research Center. Because all respondents were providing care to a patient who had been referred to a specialist for diagnosis and assessment, the present sample is not representative of all families facing a dementing illness. In particular, the sample does not include those families who have chosen not to seek medical attention. Fo'r these families, the obstacles encountered may have outweighed any perceived benefits. On the other hand, the present sample is ideally suited for this exploratory study of attitudes toward a diagnosis among caregivers because each respondent directly experienced the process. Additional research is needed to examine issues related to the diagnosis and assessment of dementing illnesses with a larger and more racially and ethnically diverse sample of caregivers.
Learning that a spouse or parent has a progressive dementing illness for which there are limited treatment options JAGS ATTITUDES TOWARD DIAGNOSIS 1009 and no cure is no doubt perceived as an extremely stressful experience, Indeed, dementing illnesses have been described as one of the most feared health problems of older adulthood.:" Additional research is needed to identify strategies to improve the diagnostic process to assure that patients and families are informed and knowledgeable about the assessment procedures and the disease, receive a diagnosis in a compassionate manner, and are referred to appropriate community-based services, including counseling, to facilitate optimal coping and adaptation,
